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Two articles explore possibilities for collaboration 
between American and Asian researchers addressing disabilities in a 
worldwide context. The first articl., by MiXe Miles, is titled "Using 
Action-Oriented Disability Studies in Pakistan." It focuses on how 
information can ix disseminated in informal, nontraditional 
(non-Western) ways. Action research is seen to offer relevancy to the 
needs of people with disabilities and professionals in developing 
nations such as Pakistan. Brief synopses of seven field studies in 
Pakistan are given, concerning mental handicap in the family, ^ 
survey of disabled children, development of a Child Developmental 
Skills Checklist, a survey of attitudes toward disability, a study of 
causal integration, community-directed rehabilitation, trends in 
polio paralysis, and ongoing information studies. This paper includes 
12 references. The second article, by Judy Kuglemass and Kusdwiartri 
Setiono, is titled, "Developing Mutual understanding between Western 
and Non-western Cultures through Collaborative Research." It is based 
on a qualitative ethnographic study of Indonesian families with 
mentally disabled children, and stresses the importance of cross 
cultural collaboration of researchers. (DB) 
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^Tecia/ ls«ie in tite scries*^ Changing Nature of Disability and Disability Awareness WorUwide" 

The Potential for U. S. - Asia Researcli Collaboration: 

Two Examples 

This issue of INTERCHANGE is dedicated lo exploring research and research possibUilies in iwo Asian countries: 
Pakistan and Indonesia, This is intended to be an -instaUmeni" in a series dedicated to the theme: "The Changing 
Nature of Disability and Diabilitjr Awareness Woridwide." 

The Miles aiticle discuss^ serial specific practical research predicts that haw been canied out in Pakistan. It is 
a shorter vereion of a paper published in 1991 in the International Journal RebabilUation Itesearcb 14 (1) 25-35. He 
especially pays aiieniiwt to how the data can be disseminated in infonnal non-lraditional (in Western tenns) ways. Miles, 
who spent nearly two decades living in Pakistan and working in the field of mental retardation, points out in the aitide 
that appeals in this issue that "much basic, necessary research in special education and rehabilitation has been reported in 
the West, and is open for study in the ThinJ World, yet it may lack impact on Government policy-making by not seeming 
relevant or by being xjrted in unfamiliar conceptual terms." He goes on to describe research that has been done in 
Pakistan and shows how "action-research* provides a relevancy to the needs of people with disabilities and professionals 
in Pakistan. 

The Kugelmass-Setiono piece explores the relationship between Weaem and non-Western researchers and how 
collaboration can be developed in a sensitive and productive way. Kugelmass earned out a fellowship through the iEEIR 
in 1989 and her host/sponsor was Seiiono, an Indonesian professor of Special Education. The two have continued to 
work collaboratively. They did a presentation at the 1991 Society for Disabilities Studies tilled " The Integration of 
Western and Traditional Approaches to Disability Awareness and the Development of Culturally Appropriate Treaunent 
Strategies." The article appe-.ring in this issue of INTEMCHANGE is a further development of that presentation. 

Both articles provide the reader v ith a sense of the possibilities for cross-cultural, oc^national research and the 
development and promotion of disability awareness when close aneniion is paid to cultural needs and opportunities in 
collaborative endeavors. We would like to invite reatters with relevant networks to propose, Uirough the IEEIR fellow- 
.ship program, studies which buUd on both themes presented in these two articles. The Ediior 



Using Action-Oriented 
Disability Studies in Paldstan 

Mike Miles 

Introductfon 

. . . Studies, at whatever level, are of little use if they 
remain inaccessible, but in Pakistan, the write-up 
and distribution studies and ma^rials in this 
field is generally uvak. Aiming to do better, the 
MHC undertook studies that should be compreben- 
sible to participants and potential readers . . . The 
idea of disseminating information, i.e. giving 
atmy power, is strange. It is then agreeable to find 
onesilj on the mailing list for regular, free infor- 

irontinuedon p.2) 



Developing Mutual Understanding Between 
Western and Non-Western Cultures Through 
Collaborative Research 

Judy Kuglemass & Kusdwiartri Setiono 

During the summer of 1989. through the support of a fellowship 
from the World Rehabilitation Fund. Dr. Judy Kugelmass investi- 
gated the relationship tiiat exists between culture and family 
adajMation to disability in Bandung, Indonesia. TTirou^ in-depth 
interviews of fourteen families with children identified as^mentally 
handicapped" and participant crfjservation in their homes, schools, 
and communities, this projea hoped to inform rehabUttation 
praaitioners about the significance of cultural considerations when 
working with children and families in the United States 

( continued on p. 8 } 
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icontinued from p. I } 

motion tbat is rekmnt to one% work and is not 
intemkd to promise any equpment, drug, 
rd^ion or polOical party. 
. .The difficulties ijf conducting rigorous 
ms^rtb should no/ be allowed to prevent 
us^ engi^ementi in a secondary Iwei qJ 
study. Aim much ne&ied are the cultural 
adaptation, translation and wider dissemifia- 
tian ofexmng know^yow. including indig- 
enmis practices and tiw experience c^pet^ 
with disabilities, and atsgmentirtg the resm^rces 
of Junior pft^e^ional tvort^rs wbo are often the 
sole, inadequately sufported, interface between 
modem knouHeclge and the general public, 

BACKGROUND 



Special educaiion and rchabilitaUon in 
Paki^n are in tbeir early stages, but ex- 
panded appreciably after Gcwemment iniiia- 
lives in W5. Services are largely urban, 
institutional and focussed on children. 
PakisUn's population is 115 million (1991), of 
whom about 55 million are aged under 15 
Some 27 million are getting educaticwi, but less 
than 15,000 have special needs specifically 
catered for. At least 250,000 children with 
significant disabilities are casually' integrated 
in ordinary schools. Urban hospitals provide 
some ear. eye and orthopedic surgery and 
rehabilitative aftercare for all age-groups, feme 
vocational rehabilitation is being anempted. 

Little formal research has been done in 
special education and rehabilitation, and even 
less published. Postgraduate cx)urses began 
recently at the National Institute of Spc*cial 
Education, Islamabad, the Education Depart- 
nwnt of Karachi University and Allama Iqbai 
Open University, Islamabad. The National 
Institute of Ps7chology, Islamated- publishes 
some basic work in child psychology and 
assessment. Studies in pediatrics, ortlwpedics 
and f^chiatry with peripheral bearing on 
rehabilitation have been published in repu- 
table journals such as / Pakistan Medical 
Association. Pakistan Pediatric J.. Pakistan]. 
PsjKbologicid Research and in conference 
proceedings. 



AIMS AND METHODS 



Since 1978, Pakistani and ex^Kioiate staff of 
the Mental Health Cenue (MHO at Peshawar 
have engaged in several iow-coj^ disability 
^dtes and made a su^ained effort to dissemi- 
nate the results and reflections widely. Earlier 
^udiK cxHinted heads ami dipped buckets to 
get an iitea of *what is there', to compare ncnes 
with (HhCT people's ofc^ivations and to report 
lo anyone who was interested. These studies 
ad\^c^ beyond a piuely anecdotal level of 
evidence. Lat«r studies involved more literature 
review and theoretical framework, but fell short 
of testing hypotheses widi pre-validated 
in^mments. 

By Western standards, the feasibility of 
scientific rehabilitation ^dies in Pakistan 
appears small. Methodological rigour hardly 
seems appropriate, in the al^nce of elemen- 
tary l^seline data, of assi^ants with any 
reM?arch training, and of access to updated 
reference libraries or datakises. What takes 
place in this situation has the nature of field- 
work and pilot study. However, the situation 
encourages innovation and unorthodox ap- 
proaches, and the fields are not uncharted. 
Despite cultural differences. Western experi- 
ence has some relevr»nce. 

Methodology should l>e within the re^arch- 
ers* operating capacity and likely to produce 
meaningful results. The MHC studies tcx)k place 
not to obtain an individual doctorate, nor to 
secure salaries for a rest^uch team, nor to 
prove the superiority of any particular theory , 
technique or ideology, nor to gather evklence 
to attack Government polky, nor merely to 
satisfy curic»iiy. They were done as part of a 
development movement, to see what was 
happening and what should be done next, to 
identify invisible resources , to facilitate pc^licy 
development and ^.o model a pattern of study 
with monitcHed follow-up. (It would, of course, 
be idle lo deny any thought of personal 
benefit. Mc^t social researchers hope to 
distinguish themselves by contributing original 
perspectives and to see their work used for the 
uplift of the masses.) 



veiy modest finaiuxi and acadanic 
nixiuices. the MHC intmted thai ics studies 
shmiki iiv3«ase access to good-quality informa- 
tkm and .'.hcniid be opcn-ciKled to {Moiwae 
audy and circulation erf infcmnation. By ftwmal 
research standards, the earlier studies were 
messy and semi-scieniiflc. Quamiiative results 
woe few. but ncx all predictable. Wdl-con- 
trolled modem social research is neither easy 
nor perhaps even ap^m^»iate where thac are 
very few organized syaems to ctosetvc, where 
public thought appears to be largely pre- 
scteniific and where demopaj^iic data is 
mostly guesswork. Rlgorc<us research takes 
place in a differem concepml wraid to that of 
the Govcmmeni junkjr planner or education 

director. It would nomnlly fail to convey 
anything either in«lUgibte or that might affiea 
l^c^. 

BRIff SYNOPSS5 Of FIELD STUDIES 

Peshawar in 1978, the concept 'n%ntal 
handicap' was familiar to only a few pedtotri- 
cians. and tlwn only in medical terms. There 
was no family guidance iitexature in local 
languages. There were three schools for 
mentally handkapped children in Karachi and 
c»ie each in Lahore, Rawalpindi and Peshawar, 
nm by voluntary agencies. Estimating that there 
must be at least 900 chiWren with severe 
msnxal handicap among Peshawar's 300.000 
populatkm. f HC staff spent two weeks seeking 
some of these chiklren through kxal infor- 
nunts and follow-up of oW contacts. Staff 
aimed also to discover the altitudes of families 
towards their handicapped cWki, aiKl to 
publknze MHC servk«s. They found 20 men- 
tally handicapped children, half of whom had 
additional serious disability. 

A report on the children. famUies. awareness of 
mental handicap, anitudes and availabUity of 
information, was m-iAed to 100 psychiatrists, 
social workers, pediatricians, psychologists and 
special school managers already known to MHC 
staff. A medkal newspaper published a digest of 
the leport and an Indian journal published ex- 
tracts. Many of the Pakistani readers had already 
received issues of a MHC newsletter about mental 
handicap and a MHC English-language & .:vtee 
pamphlet for families. This basic snidy used 
Pakistani staff in discovery and reporting, and was 



echKsuive to them, to the families wht»n they 
found and also counselled, to xbe report writer and 
ROtkr. It was na participatory resrarch' in the 
sense of empowering famites to re-evaluate and 
change their own worid Yet it was participatory in 
that Pakistanis at various {»ofe^n^ and tvxi- 
prde^ional levels learned about nKmal tandicap 
in their own society, and were able to rdlect upon 
azuicommumc^ their discoveries to cKher inter- 
esxed people. 
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» KMr«^ of^^^MlM cbiidren. The next 
study (1980) involved college students doing an 
(Aligatory social work' pro^ Several hundred 
students were briefed to sunrey 40,000 urban 
and rural households. They located 1,536 
children or young people with disibilities and 
asked abtnit their lives, m:eds and iu>pes. The 
co«s were around US $200."° for printing fornis 
3Xtd mailing a detailed report to 200 concerned 
people in Pakistan and abroad. A digest was 
presented at an Asian disability confess. One 
of this study's aims was to substitute names and 
details for statistical guesswork. During lYDP. 
the Government had wanted to "do something 
for the people with disabilities"' but dki n<H 
know where to begin. The MHC study pro- 
diKed detailed informatkm on the situation of 
many disabled children, and offered low-coa. 
feasible recommenc dons. Some of the collies 
with audents who carried out the survey dki 
further studies, and the audents learned some- 
thing of the social realities of having a dirability. 

Giving study resule to the Government was 
not difficult Tl« Provincial Education Secretary, 
who authorized student involvemeru, was keen 
to see the report. The Social Welfare Directorate 
warued detailed results to help <tesign lYDP 
programs. The report was mailed to dozens of 
Federal Government officials listed in the phone 
book. In a largely pre-literate society where 
informatton media are closely supervised, free 
hand-CAit <rf a ^uine faa-finding study is rare. 
The report reached Goverrunent at a time when 
it was interested in disability and needed facts. 
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Newtog api M vp r toi e ctevetopmenial efaeddisis 
for use in speck schoob. fiusiiiy counsdling 
and hon» educatioo, the MHC aafiF met 
weeidy to revise European ms^etaL Personal 
expci tenc es of chM-raisingweie pooled wfth 
profegsionai observation d pupils to d» 
dassnxm Non-te«:hing staff took pait, e.g. a 
driver with a laige fiamily- in his Paldmm 

soudi <^ Peshawar, a pliyaioiherapy 
gCT^nf rais^ ^ children in anocher village 
and, a dassroom assisant who raised Pour 
cb&ben in a minoi^ slum. Bioad siaff 
pantdpaiicHi made the mucane mxae mean- 
ingful for familtes from many backgrounds and 
cultural practices. The teachers gaixwd OMifi- 
dence to make huther periodic revisions, 
when they leatized that the checklto were 
not akapHv given 'fttmt above' Init wc.e 
juiuaUy based on expotence. A revised Urdu 
vcfston has been widely used in special 
sctKxris and a second revision was jniblished 
in 1991. 



♦ ♦ ♦ 



iffffTfffrr fo^ferda Dtaatmv. in 1981, the 
National CouncU of Social Welfiire, Gofvem- 
nwnt of Pakistan, gave the MHC $3,000 to "do 
some research on di ability". The first spon- 
sored study surveyed public knowledge and 
attinidff*^ toward disal^ity, and enquoed 
whether media coverage of lYDP (1981) was 

to be recalted a few nunnhs later, by 
OTuctured interviews with 286 urban and rural 
people. The report (Miles, 1983) also reviewed 
the largely araxxkxal literature on African and 
Asian attitudes towards disabled people. The 
repast appended extensive qiK^adons to 
facilitate fiinher work, and outliiwd possible 
coUege-level snidks. The MHC primed and 
distributed 500 cof^ inteinatk»iaUy to people 
and cK^nizattons acthvly coiKemed with 
Third WorW disability. The report was adtted 
va the iJbfaxy of Ox^sresti and ERIC Digests 
were read at national conferences. The report 
is used as a textbook in several European 
universities and more recently Paki^an. A 
later reprim of 500 copies was financed by 
NOVIB and UNICEF. 

Pakistan's Minister for Information, reviving 
the report, insaucied the P«»hawar television 



station to do a program on the topic which was 
sdmwn iwkmwkle at prbne time. R«&> scripts 
on disability and bask: rchahititatkffl, written at 
tbe MHC in 1984 after tiw atitoKies repon, have 
been laoadcasc in at least ten languages ami 
used in training Afj^ian heakh workers. After 
five years' dday, the Govemmexu inqjienwraed 
two of die repcMt's three main recwnmcnda' 
tions, Le. to tokl a ntaioiial woifcshop on 
aitkiKles. disability and media (Kohicki et al, 
1990) and to plan a national disabOity infoima- 
tifffi centre. 

♦ ♦ ♦ 



■^fiimfrf fl F«1»^««to* A second Coundl- 
spcHisored study investigated chlkiren with 
^^^fgK^Hfi«^« in oidinaiy schools. Teacheis in 103 
primary arid secoiKlary schools of die North 
West Frontier were asked if any of their pupils 
were disabled. Fnan 43,416 enrolled pupils, 
825 (1.9%) were reported. Disability was 
verified by the invesdgattv. The pupils were 
imen^ewed abcHit how they got along in 
school. An interim report was circulated and a 
Society for Integrated EdiKatkm of Handi- 
capped Children wu fonned which emjrioyed 
social welters to foUow up tlwse pu|:^ and to 
invcdve more schools in pracdcal integration. 



Education officiak trying to 
extend special education were 
merely confused by the idea that 
thousands of disabled children 

were already i^sually 
mainstreanwd. Six years later, 
offfcml interest in educational 
integration has begun to pid( up. 



Five hunted copi» (tf the final report (Mites, 
1985a) were malted ID a growing list of interested 
parties. The report, discussing many aspects of 
educational infrgration and practical cla^oom 
strategies, is in the ERIC database. An Argentine 
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parents society asked to translate it into Spanish. 
Digests of the study were read at conferences am' 
appeared in an African journal Oxftun sporawied 
a Imprint of 400 copies. A UNESCX) consultant 
used the ^dy at a woricdtop in Ecua«k>r. In 
UNICEF spcmsoned 500 more reprints for inservice 
training of primary teachers in Sirui P.xnince. 
Several university courses use the report as a set 
text or recommended reading. However, the 
effect on the Government of Paki^n was mini- 
mal at the time. Education officials trying to 
extend special education were nwrrely amfused 
by the idea that thousands of dis;^ied children 
wCTe already casually mainstrean^. Six >^rs 
later, official interest in educational integration 
has begun to pick up. 

♦ ♦ ❖ 



^ CnmmtnMv OinMd RebabilUaHon. 

Various conununity rehabilitation strategies 
were field-tested in developing countries in the 
19l»s. The MHC was the resource b^se for 
ccmimunity mobilization, planning and training 
staff for new cenues run by autonomous local 
associations in ten towns within 200 miles of 
Peshawar between 1979 and 1^»J7. Four special 
schools were staned and are still woricing, and 
nine physiotherapy centres, of which .six 
continue. All the other MHC study topics 
contributed to this ongoing mobilization 
exercise and were in turn field-iested or 
exercised in these UKatioas. The experience 
gained has been re{wned in several publica- 
tioas (e.g. Peier>i & Rehman, 1989; Miles. 
1990a). 



Organization strategies for the global eradica- 
tion of polio. 



♦ Tfvnds in PoHn Faraivsis. The high profile 
of past-polio paralysis at the MHC physio- 
therapy clinic, despite immunization cam- 
paigns, led to the comparative study of dau on 
polio and cerebral paUy from six institutions in 
Pakistan and India (Miles, 1989a & forthcom- 
ing). The relatively constant incidence of 
cerd^ral palsy gave a surrt^te indication of 
clinic utilization, enabling the interpretation of 
clinic polio data in terms of trends. Centres at 
Quetta, Lahore, Kohat, Mingora and Calcutta 
pooled data annually, coordinated by the MHC. 
This sort of dlstria reporting' and 'sentinel 
surveillance' Is a key part of the World Health 



^ Qn-^lnyliificwmatfamStmllra. Other MHC 
studies of 1owh:o^ vocational rehabilitation, de- 
, velopment issues for mental handkrap associa- 
htms. religicms resources for attitude clmnge, 
transfer of cerebral pailsy handling skills (Miles & 
Frizzell 1990), have been circulated in similar 
ways or are in progress. Arising with this formal 
and informal dissemination, was a growing 
awareness tirat information is vital to pcrficy and 
service development in "Thini World lehabilita- 
tion'' (MUes, 1985b p.38-47; 1989b, 1990b,). These 
studies were ancilbry to the main work of the 
MHC, which wm to provide spedai education, 
counselling and physk>iherapy, to publish relevant 
literature and to act as a rreource and tmining base 
for rehabilitation development. 

DISSEMINATION MfTHODS 

Studies, at whatever level, are of little use if 
they remain inacce.*ksible, but in Paki'/^an the 
write-up and distribution of .«^dies and materi- 
als in this field is generally weak. Aiming to do 
iHfner, the MHC undertook studies tliat should 
Ix! comprehensible to participants and pcHential 
readers, and hopefully also interesting. Tliis 
required that MHC staff should already be 
uclive in practical service and policy develop- 
mem and that study recommendatic^as should 
be feasible and attractive. TTiere was early 
pbnning of how the study results wtnikl be 
communicated, to whom, in what quantity, and 
to what end. This communication aim was pan 
of a process. Many recipients of study reports 
were already getting MHC newsletters and 
couaselling materials and meeting MHC staff at 
national conferences. Some credibility had 
accrued. 

We began with informal pni.t publication. 
Our presentation was poor. e.g. cyclo-.srylecl 
foolscap with 750 worck per paj^ to redut* 
C45SLS. Complaints from Westerners led to .wme 
modifications, and word-processors reached 
Peshawar in the mkJ-1980s, facilitating page 
design. If readers expea worthwhile contents 
they may tolerate poor appearance in docu- 
ments from Pakistan. However, the MHC 
slowly improved presentation, without incur- 
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West are thus 
assuredof 
many extra 
copies 
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ring heavy costs. Western prc^essionals 
struggle with too much infonnation, so 
unsolicited mailed repents imy nrt be wel- 
come, dy ccmoast infbnnation sources aie few 
in Pakistan and many (^hct country. The 
icka of dissenumtirg information, i.e, giving 
away power, is strange. It is then agreeable to 
fmd on^elf t)% mailing list fcHr regular, free 
itifonnation that is relevant to one's woric and 
is nc^ intended to promote any equipment, 
drug, religion or political party. 

FORMAL PUBLICATION 

Formal publication ct>uld be either in book 
form or by academic journal. However, book 
publication is ruled not by the needs of the 
rehabilitation field but by market forces. The 
ctelays of formal publication would also n^ke 
the studtes less useful as catalysts for change. 
Therefore, the MHC policy has first been for 
free, informal distribution, aided by grants 
from NOVIB, Oxfam, IJNICEF and Christ^*^' 1 
Blindenmlssion. Not-for-profit publicaticn i.s 
now being cx^nsidered, using desktop publish- 
ing software to control costs up to camera- 
ready manuscript. 

Pnrfessional rehabilitation journals do not 
exist in Pakistan. Some low-circulation 
newssheets and semi-popular journals have 
published digests of MHC studies. They tend 
to carry j^pers that would not be accepted by 
peer-reviewed international journals. For the 
sake of one's career. Third Worid professionals 
try for publication ir. reputable joiimals, which 
are affordable by only a few university iitn^r- 
ies. If successful, their woik leaves the country 
and little a*tums. Journals of their own country 
get dige^ and lert-overs. However, urban 
Pakistan abounds in cheap photocopiers; 
books and journals that arrive from the West 
are thus assured of many extra copies. In 
recent years, library services circulating 
academic current contents' have also im- 
proved, with central copying of papers 
requested by subscribers. 

MULThLEVH APPROACH 

In Pakistan there Ls a shonage of training and 
experience for carrying out good qualiry 
research, of finance to pay for and disseminate 
it and of people with the lime to read it. and 
acumen to grasp its importance, or the politi- 
cal clout to take aciion. Downmarket, at the 

6 



level of the MHC work, bright pec^>le are still 
needed to do useful studies and to a{^>reciate 
the results, \mt formal training is ncK crfdiga- 
tcKy. Thex are more {xuticipants, lower costs, 
l^eater accessibility, more imrmiiate applica- 
tion. Admittedly, th^m is also myre risk that 
flawed coiKlustons may be drawn and preju- 
dices reinforced ratt^ than chsdlei^^. At tt^ 
pofxilar level, people do leam by experience 
but lack critical and ccmipEuative faculties and 
have limited informaticm hcmzcms. 

The gap between the acadetnic and the 
popular woMs, in the scieiKes, may be 
largely one of language atKl conce{H. Academ- 
ics can use popular language when they 
chocKie, e.g. when talking to their chikiren. 
Hie highly ^jecific arni dififerentiated jargon of 
academic discourse is justifiable as a time- 
saving device, though often used merely for 
my^ification. A median between popular and 
academk: discour^ can often be found, with 
some effort of drafting and re-drafting. If 
academics believe that the ordinary tax-payer 
should finance their research through Govern- 
ment grants, there is perhaps some responsibil- 
ity to communicate the results in terms acces- 
sible to the public. 

There is not yet an academic jargon of special 
education and rehabilitation in Pakistan, but 
the language of educated people (English) is 
inaccessible to the masses. Ti^ MHC ihereftw 
published the first Urdu-language manuals on 
i^ucation of children with mental handicap (a 
translation of English material wrinen in 
Pakistan), visual or hearing impairment 
(translatioas of material written by Europeans 
with Third-Worid experience) and on tesic 
physiotherapy (some original Urdu materia! 
and some translated Western material), making 
this knowledge available to Pakistanis with 
secondary-school literacy. This exercise has 
begun preparing readers who should be able 
to understand the language ami concepts of 
special education and rehabilitation studies 
when such studies become available in Urdu. 

IN CONCLUSION 

Much basic, nece.ssary research in special 
education and rehabilitation has been reponed 
in the West, and Is open for study in the lliird 
World. Yet it may lack impact on Government 
policy-making by not seeming relevant or by 
being repc^rted in unfamiliar conceptual terms. 

% 



Many Thiid Worid Goi-cmments are making the saine mistakes as Western Governments of 30 or 50 years ago. Alterna- 
tively these nay be seen not as mistake but as se:vk«proviskMis congruent with the 

lional and economic develt^)mcnt (Miles. 1989c). Access to Western knowledge may speed the evolutton of attitudes and 
service provistons, blocking blind alleys and spending less time on detours if the exposure to this knowledge is nnanaged 
in a ^y that makes it creditrfe and attractive. 

To make the available knowledge intelligible, interesting and relevant to generalisi planneis and mid-level pnrfessfonals, in 
Pakistan or elsewhere, it may be contextualised in actkwi-orientcd studies, mini-swveys and reported d>s«vatlons. Reports 
can be disseminated by dirertnua,semi-pfofcssk>nalK>uma^ TTie difficulties erf conducnngiigorous 

research should not be aUowed to prevent usdiil engagements in a 5 -ondary level of study. Also much needed are the 
culiutal adaptation, tianslatkm and wRler disseminatkm of exisaing ^-how, including indigenous practices and the 
experience of people with disabiUties, and augmenting the resources of junior professroni:! workers who are often i^e sole, 
inadequately supported, interfiace between modem knowledge and the general public. 



RefererKes 

Jalfer, R. (1^) Modifying attitudes totmrds 
pem)ns witb mental handicap tbrougb audio- 
visual metbods. Paper prraented to the Seventh 
Conference of Pakistan Psychological Associa- 
licm, Lahore. 

Kolucki, B., Marchael K., & Duncan B. C1990) A 
Handbook on 'How to improve our communi- 
cations about people with disabilities r Reported 
from a UNICEF/Govemment of Pakistan 
Workshop on "Media and People 
with DLsabilities". Islamabad: UNICEF. 

Miles. M. (1*«3) AttUudes towards persons uitb 
disatfHitiesfollouinglYDP(mi). Witb sugges- 
tions JbrpromtMing positive cban^. 
Peshawar:Mental Health Centre. ERIC ED 236 
Lib.Cong. P-E-84-931173. 

Miles, M. (1985a) Children uitb disabilities in 
ordinary schools. An action study of non- 
designed educational integration in Pakistan. 
Peshawar:Mental Health Centre. ERIC ED 265 
711. 

Miles. M. ( 1985b) Xi'bere There Is So Rehab 
Plan. Peshawan Mental Health Centre. Reprint. 
Palo Alio: Hesperian Foundation. ERIC ED 267 
530. 

Miles. M. (1989a) Monitoring Polio Trends from 

lysiotherapy Records Tropical Doctor. 19(1) 
3-5. 



Miles, M. (19e9b) Informatiw Based Reha- 
bilitation for Third WorW Disability. Social 
Science & Medicine, 28 (3), 207-210. 

Miles. M. (1989c) Rehabilitation Devebp- 
meiu in South West \sia: ConfUcts and 
Potentials. In L Barton (Ed) Disability and 
Dependency, pp. 110-126. London: Falnner 
Press. 

Miles. M. ( 1990a > A resource cenue develop- 
ing information based rehabiliution. In 
M.Thorbum & K. Marfo (Eds.) Practical 
Af^noaches to Cbildbood Disability in 
Dev^oping Countries: Insights Jrvm Experi- 
ence arut Research. pp.261-276.Si Johns. 
Canada: Pro^ SEREDEC. Menrorial 
University of Newfoundland. 

Miles. M. (1990b) Disability and Afghan 
reconstruction: some policy issu^. Disabil- 
ity, Handicap & Society 5 (3) 257-267. 

Miles. M. & Frizzell. Y. (1990) Handling the 
cerebral palsied child: multi-level skills 
transfer in Pakistan. Physiotherapy, 76 (3). 
183-186. 

Peters. H. & Rehman. F. ( 1989) Community 
Directed Rehabilitation in the North West 
Frontier Province of Pakistan. Peshawar: 
Mental Health Centre. 



SESreOPYAVMUUILE 



ERIC 



..... • J,->ui;-,a^j4 




suixecnwrit ^ 



consumtton 



andshaied. 



reflecthns,.,wat 



came to a 
deeper 
understanding 
ofthe ^ ] 
implicattonspf 
ttese findings. 



Kugeimass & ikrtioTK) 
( coniinwd from p. 1 ) 

As Is often the case in qualilalive/ 
ethnographic research, paniculariy when an 
investigator enters a society quite different from 
her own, this researcher learned a gpod deal 
more than ftot whsch was anticipaced. Of 
pankrular significance were the implicaiions 
that emerged for applied rt^^trarchers in 
rehabilitation or c^her human service endeav- 
ors in ecofKHnicaily underdeveloped, non- 
wi^em sooeties. 

The findings of Dr. Kugeinms' repon 
to the World Rehabilitation Fund focused on 
the existence of an indij^*nous system of 
caring that provided children with environ- 
ments that maximized their fiinaioning while 
providing suppon to their families. Although 
the formal educational and medical systems 
provided many servictrs to tlK' families inter- 
viewed, these were not pertx-ived by parents 
as psycholc^cally supportive. Instead. 
enKXional as well as material support came 
primarily from extended family and kxal 
community networks and a belief system that 
focused on the imptmance of acceptamv and 
patience that comes out of the religious beliefs 
and culture found in western Java. Although it 
was clear thac the families interviewed were 
not representative of all Indiinesian families or 
even of all families in Bandung that had 
children identified as " mentally handicapf/cU." 
their ability to adapt successfully was seen as a 
function of their reliance on lioth fomial and 
intbrmal support systems. 

Ttiese families did not. however 
retognize the significance of their religious 
and cultural traditions in their adaptations to 
their child. Parents and pnrfessionals ajnsis- 
centty articulated their need for Western 
institutions and technology in order to more 
adequately meet the needs of their children. 
There was no apparent ofcognition that the 
most efft-ciive teaching and parenting strate- 
gies mirrored culturally appropriate interac- 
tions and the spiritual lieliefs on which the>' 
were based. Dt, Kugeimass concluded that 
this lack of awareness was limiting oppi^rtuni- 
ties for (optimal and inexpensive treatment and 
education within the existing cultural context. 
The reliance on technological soluiicms to 
human pn)hlems that characterizes Western 
medicine and the Uxiking towards the West for 
st>lutioas by economically underdeveloped 



countries was pointed to as one source of this 
dilemma. repon advised American and 
Indonesian professk^nals to adofM an ecological 
framework in orcU?r to discxiver the strengths 
and sources erf suppcm thai exist within their 
own societies, communities, and families when 
devek^ing service plans for children with 
disabilities. 



77ie dichotomy that exists in the 
attitudes many Indonesians hold 
towards Western versus 
traditional valu& and institutions 
must be considered when 
o^cring interpretations to applied 
research and in offering 
suggestions for service-delivery 
models. 



Dr Kusdwiartri Setiono. Prt^fessor of 
I>evelopmenwl Psychology and l>ean of the 
Faculty of Psychology at the Padjadjaran 
t 'niversity was a primar\' collaborator for this 
pmiect. Although bcHh Dr. Kugeimass and Or 
Setiono met frctjuently in IiKk>nesia, it was 
only through subsequent consuliatic^n and 
shared reflections in preparation for the 
presentation at the national ctmferencv ol the 
"S(xiety for Pij^bility Studies" in Oakland, 
Califom.a in July, U>91 that lx>th researchers 
came to u deeper understanding of the implica- 
tions of these Hndings. Dr. Setiono was 
appreciative of the insights that Dr. Kuftelmass 
research offered into dcn-elopmg culturally 
appmpnate and affordable special education 
and rehabilitation services in Imlonesia. 
However, she felt that the conclusicms of the 
research dkl not take cMher realities that exist in 
her tt)untry into account. 

There was nt> disa«;reement that a 
philosophy of life basic to Indonesia is one ot 
acceptance, cfemonsiniied in the patience and 
warmth that characterizes the inieraaions 
between parents and childrm, Ortainly, the 
MX ial and emcxional development of mnsi 
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children is enhanced through this kind of care. 
However, as Dr. S«iono pointed out, accep- 
taiKe is ncH a wholly positive characteristic, 
either for Intk>n«ian Mciety or for children 
with disaWities. The religious origins trf this 
philosophy are rooted in the belief that accep- 
tance is a demonstraiion of faith that all reality 
comes fixffli God and is to be faced with 
patierKe and understanding. It is also a belief 
system reinforced by the long cotonial history 
Indonesia. 



Dr. Setiono believes that in order to 
achieve economic progress, Indonesians njed 
to modify their belief system and become more 
active in shaping their own de^y. Similarly, 
acceptance can have a negative aspect when 
ex£ ggerated by parents of children with or 
witliuui disabilities. Examples of negative 
demon^tions of acceptance cited by Dr. 
Setiono and observed by Dr. Kugelmass in 
Indom»ian parents of children with disabilities 
include giving the child whatever be or she 
wants; not limiting behavioral excesses; failing 
to systematically instruct the child in new 
behaviors or skills; ikx .seeking outside, profes- 
sional a-ssistance. 

Although the parents in Dr. Kugeimass 
study represented a wide range of .social class 
and educational backgrounds, none were from 
among the poorest in Indonesian society, and 
all had some degree of education. All iht 
parents interviewed had sought help for their 
child from both -iraditional," i.e.. indigenous, 
and modem, i.e.. Western based, services. Dr. 
Setiono believes that this ttemonstrated the 
imponance of and possibility for modification 
of the philosophy of acceptance to include 
.seeking help for your simation from tht^ that 
exist around you. Such modification has come 
about tiirough education and parents" under- 
standing of the nature of disability. Among less 
educated people, particularly threse in rural 
areah with limited access to outside infomia- 
tion. the response to having a child with a 
disability is often quite different. Frequently, 
one of two esaremes are seen: 1. The child is 
perceived as evidence of God's blessing and Ls 
responded to by treating the child as an 
honorable or saintiy person. 2. The child's 
existence or disability is denied and he/she is 
kept hkkien from extended family, friends, and 
neighbors, or unrealistic expectations/demands 
are placed on the child. 

Another aspect of the reseaah fmdings 



expanded upon thrcnigh cdHaboraiion was the 
nature <rf the role of prtrfessionals in providing 
services to families with disabled chikiren. 
Cenainly there will never be etKHigh doctors, 
psychokjgists, therapies, and teachers to meet 
all the rweds df families in either Indtmesia or 
the United States. Many Western countries are 
addressing this reaUt>- thrwigh a mkovement 
towaid tr« . "nent teams that iiKlude parapro- 
fesswnat .\nd parents. Self-help groups and 
ihe empowemwm of "ccHisumers" is another 
aspea erf that movement. Although such an 
approach appears to be one that would meet 
many of the needs of a country such as Indo- 
nesia, the roles assigned to profiessionals and 
others in perreived positions of authority as 
well as tiie social class distir.ctions that cur- 
rently exist pr^nt sul^antial barriers to 
piovkling services in tills way. Although 
indigenous suppon syaems exist at all levels of 
Indonesian society, unless there is a person or 
people in position of authority perceived as 
-in-charj^" or "hontKable," the infonnation 
received and the advice given are not valued. 
Therefore, if a team approach or the u.se of 
informal systems are initiated, particulariy in 
rural areas and among pooriy educated petjple. 
a person with perceived authority must not 
only be in charge, but may need to offer the 
infomiation direcUy to parents if it Is to be 
pertrived as true and therefore worthy of 
consideration. 



Although indigenous support 
systems exist at all levels of 
Indonesian society, unless there is 
a person or people in position of 
authority perceived as ^in 
charge"^ or ''honorable,'' the 
information received and the 
advice given are not valued. 
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Physicians and other rehabilitation 
profcssitjnals must tiierefore identify and 
collaborate witii individuals perceived as 
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research. ' 



heading positions of authority within tradttional 
communities. Anempts at developing collabo- 
rations between physicians and **dukuns,'' i.e., 
the tmditional Idlers that are lespected ainl 
ccmsulted by Indonesians from ail levels of 
society, are being initiated. However, in spite 
of the fact thai all Inckmesians, including 
physic^ns, consult dukuns on personal health 
and spiritual matters, there appeared to be a 
resistance to pubUc acknowledgement of this 
relatk>nship amc^ig many of the professk>naLs 
in^rv^wed in Bandung. Hie resi^ance to 
open ccdlaboraiton with dukuns can also be 
seen as reflecting the ambivalent attitude 
towards indigenous practices that comes from a 
colonial hii^ory. AlthtHigh it seems paradoxical 
that a colonial past would limit Indonesians* 
willingness to become involved with traditional 
In€k>nesian practices, ii is one of many ex- 
amples of the love-hate relationship that exists 
between Western ideas and traditional Indone- 
sian society. Alihough Western goods, ser- 
vices, and technologies represent the colonial 
past to some, they also offer the promise of 
technological and ect^nomic development. 

The response to Western versus 
traditional ideas and practices varies throughout 
the country, and depends a gtxxi deal upt^n 
the ethnic history of the Indont^sian jxrople m 
question and their MXial class. Upper-class 
and professional Javanese and Sudanese 
people, as lepres^rnted in Bandung, although 
proudly Indonesian and devotedly Islamic, 
have either been educated and trained in 
Europe, or received education and training in 
Indonesia based on a European model. Ethnic 
groups from other islands in the Indonesian 
archipelago are less connected ciiliurally with 
the W«i, and so are less reluctant to identify 
themselves with non-Wesiem traditions and 
institutions, such as the use of traditional 
medicine. These differences, and the di- 
chotomy that exists in the aniludes many 
Indonesians hold towards Western versus 
traditional values and institutions must be 
considered when offering interpretations to 
applied research and in offering suggestions for 
service-delivery mcxlels. 

IN CONCLUSION 

These expanded interpretations of the 
data from Dr. Kugelmass' study came about 
through the in-depth collaboration that occured 



between heiself and Dr. Setiono. These 
modiftcatttHis have cerrainiy added to imr 
understanding of what will he necesj^ary in the 
ctevelojOTient of services for chtldien and 
families in Indcm^ta. Its significancie also lies 
in the recojpiition of the impoctaiK^e irf working 
collabcHaiively with a well-infom^. local 
researcher such as Dr. S«iono, when condua- 
ing research in cultures other than ore's own, 
This ^mulo be true between cultures as dispar- 
ate as the United States and Indonesia, or 
within a sub-cultural group within chk s 4iwn 
OHintiy. The cx>llaborative relationship is more 
than the key informant/researcher relatkmshtp 
typic^y seen in ethnof^phk: research. 
Rather, an kleal collaboraiion exists when two 
researchers interested in exploring similar 
issues woik tc^iher, bc«h bringing nfsearch 
and content area expertise to the work, each 
intimately familiar with her own culture, and 
knowledgeable enough of her panrHfr's luliurc 
so that each is aware of the biases the i>ihcr 
may bring. The c^>lbboratioii should inclu'lc 
research cfesign arri implementation, as well as 
the interpretations and implieatioas ot chr 
results. Most impc^rtantly, the collaborati' *• 
relationship must be characierized b\* irim and 
mutual rcsp»»ti for the perspectives of the 
other. The mutual understanding that a-sults 
will benefit both the researchers and ihc-ir 
respective Mxietics. 



❖ * 



lEEIR Project Director loins 
NIDRR India Team 

The National Institute for Disability and 
Rehabilitation Research (NiDRR) which has an 
ongoing amsultative rebtioaship with India s 
Ministry of Welfare sent a team of ten l . S. 
disability amsultants to India to pamcipaie in a 
training and evaluatkjn consultancy for the 
Wstrict Rehabilitation Center ( DRC ) Si heme 
In India ( see INTESKHANGE Spring I*>^X> fur 
a repon on the DKC Scheme. ) 
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♦ Paul Ackemian of NIDRR coordinated 
the activttieji ot the team led by WUliam Graves. 
NIDRR's director. The eight trainer-cvaluator 
{»rticipanis included: 

♦ Ms. Celane McWhoner. Director. Office 
ot Government Relations, Asscx;. Persons with 
Severe Handicips; 

♦ Christine Y. Mason. Ph D., Director. 
Ccxnmunir/ Employment Projects. National 
Assoc. of Rehabilitation Facilities; 

♦ Corinne Kirchner, Ph. D.. Director. 
Social Research, American Foundation for the 
^ind. Inc.; 

♦ Marvin Efion. O.D.. Ph.D.. Optometrist: 

♦ Janei M. Williams. MSW, fonner Co- 
Director. Community Partners. Beach Center for 
Families and Disability; 

♦ Joan M. Panerson. Ph. D„ Asst. Profes- 
sor, School of Public Health. University of 
Minnesota; 

♦ Ms. Ellen L. Blasiotii. Chief. Informa- 
tion. Dissemination and Utilization Program. 
NIDRR: and 

♦ Ms. Diane E. WotxLs. lEEIR. Pnijett 
Diieaor 

Aft«r spending .several days in Delhi meeting 
with US Embassy and Ministry of Welfare 
officials and key players in the DRC scheme in 
India, as well as the directors of the National 
Institute of Mental Handicaps and the National 
Institute for VLsual Handicap in preparation for 
the training and evaluation site visits, two 
teams of four spent a full week working w ith 
folks who are trainers in the DRC scheme. Tlie 




INDIAN nUAGE: DtlCXebabmaa (pi^corn vendor ) 




NIDRR con^ltants also learned about the 
facilities of the National Institute on Visual 
Handicaps fir^hand in EXeradun and the 
Natkjnal Institute of Mental Handicap in 
Secunderabad. and the people associated with 
those facilities, by spending four intensive days 
coasulling in each of these institutes. 

To help the U. S. team understand 
better the needs of Indian villageri and the 
prt>blems in the delivery of services in very 
rural ureas, all team members visited at least 
one village for a day and some of the team 
members had the opportunity to visit another 
village for another full day. The village visit 
gave the NIDRR team members an oppormnit\' 
to .see the DRC team memlxjrs at work in the 
village setting and to .see some vtxrational 
rehabiiants. as well as children with disabilities 
who were receiving some services from the 
scheme. What we ntiiiced was that althfjugh 
the DRC ideally is a community based pro- 
gram, it tends to be influenced heavily by the 
medical mtxlel. with a top down approach 
rather than the other way around. 

Since the team was asked for a 
rept>n and a*ct)mmendations. among other 
things, we strongly urged that the needs of the 
villageis with disabilites be met through 
shifting emphasis to village-generated, shon- 
term intensive .services. 

It Is amazing how much more cultur- 
ally .sensitive Western disability specialists can 
l>ecome by allowing themselves the opportu- 
nity {)f observing village life in non-We.stem 
develop-ng c<)untries. The experience was 
incredible and because the lEEIR project 
director has had this First hand sensitizing 
experience with India and has developed new 
and fostered old contacts, she will be encxjur- 
aging U S. disability specialists to l{X)k at India 
for pos>ible fellowship exchanges in the future. 



It is amazing 
how much 
more culWrally 
sensitive 
West&n 
disability 
speciaiists can 
become by 
allowing 
themselves the 
opportunity of 

observing 
village life in 
non-Western 
developing 
countries 




BEST COPY AVMUill 



/3 



litfy ^»»iM mg ft: apiMcatimitfttelntcinaiicaalExdaxige 
of Expens and l i Juu u t Uion in Rdsdiittaiioa (IEEIK). a 
piofea funded bjr ihe Naik»al Insi&iK of Disal^ 
RdBbi&«lon Keseanifa m ibe Worid BdaUi^^ 
Inc^andsubcaonctedioifaelMveis^ciNewII^^ 

U. S. (fissddUt7 cnnaBmiiy to beoone imxe aware <^ 
dewh uane att the Pac^ and A«ca dsoigli 

fcBo«3fa^aw»dedGD U5. tSsal^ sp fri aBsw^ piti Hca- 

enoea and'meedQgSs ia te nluuiy. fe anoto ^ of 
^^1*1^ iufniiMT'm* tbaoL ifae lEBR on iifuuiinnal 

lEEIR6HcxxlHoise 
IMra^ of New tfampshire 
Duffaam^NH 05824 

Tefe (6(»)86!M767 te (603) 862 4217 



FeUowshlp applkaUon inforanation 

THE WRF-UNH-IEEIR will make icn awanb a year for 
the ihiee ywjs crfihe project period (9^^ 
AnyiKie inwwied m aj^ying itiim be a U S. ciUKn, 
!ihould haw a 'irack recwl'' in his/her disahility 
disciplire, he open fo new kteas, and he in a pc^ion 
to inflticnce policy and/or fKactice here in ite U S. U 
IS a pli» tf the individual apjrf^mg has some knowledf^ 
of an(«twr culture siiKc the feliowships are hrief (5o 
wedB)andpievk>uscxpertenccwmiWbehdphil. An 
application for an lEEIB fellowship has to be tbcuseil 
in aich a way to dw most out erf a dion penod of 
time, E\ictence erf lK»ianangen«m5iniist be shown 
in the applicaiKHt Fectenil«T^>loyees are nrt eligible 
fellowships. People with disabililiesareencouniged 
to apf^y. 

Fellowship application deadlines 

• Januaiy 15. 1992 • April 15. Wl 

• July 15, 1W2 • Oadw 15. 1992 



Editi^ DiaKL Woods 

typesetting, Giai^KS, Co-EdiK^. Richafd Melanson 



To obtain a fellowship applicaiwn coniaa: 

Diaoc E. Wooc^ Prc^ Dinxtor. IEE1R 



UNIVERSITY OF NEW 
HABiPSHDE 

ImemauonalExchanf^ of Expens 
and Infomiauon in Rehabilitatu)n 
li«iiute on Disability' 
(> Hood House 
Durham. NH 03824 



Nwi-prutit Org. 

U.S. Postajie 
PAID Bulk Haie 
Pennii * 2 
Durham, NH o^H2^ 



8-01170 



Teaching Exceptional 
1920 Association Dr 
Reston VA 22091- 1545 



Chi Idren 



122 



!,.UI..l, III. ..!.!... nil. 



